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Chairman Towns, Ranking Member Bilbray, and other Members of the Government
Management, Organization and Procurement Subcommittee of the Committee on Oversight and

Government Reform: thank you for inviting me to testify today.

My name is Robin Herbert, MD. I am an Associate Professor in the Department of
Community and Preventive Medicine of the Mount Sinai School of Medicine, and have served
alongside Dr. Stephen Levin as Medical Co-Director of the Mount Sinai Center for Occupational
and Environmental Medicine since 1990, and also as Co-Director of the World Trade Center
Worker and Volunteer Medical Screening Program and the World Trade Center Health Effects
Treatment Program at Mount Sinai. 1 currently serve as the Director of the World Trade Center
Medical Monitoring Program Data and Coordination Center at Mount Sinai.

Having recently marked the fifth anniversary of September I1th, it is a fitting time to
review what we have learned so far about the devastating acute and long-term health impacts of
that day. In light of our growing understanding of the health consequences of the September 11th
terrorist attacks on the nation, which affect thousands of Americans — both in the New York
metropolitan area and nationally — this is also an apt time to take stock of how well we, as a
nation, are caring for World Trade Center responders and others who have fallen ill or may
become ill in the future.

It is estimated today that well over 50,000 people worked or volunteered in the aftermath
of the attacks in and around the World Trade Center area, and the Staten Island landfill. These
included traditional first responders such as frefighters, paramedics, and law enforcement
officers, as well as a large and very diverse population of heavy machinery operators, laborers,
ironworkers and others from the building and construction trades, telecommunication workers,
transportation workers, sanitation workers and volunteers, and others from the public and private
sectors, A grateful nation celebrates these men and women as heroes. However, unfortunately,
during the course of their selfless work, WTC responders were exposed to a complex mix of
toxic chemicals, physical hazards, and extreme psychological trauma which have resulted in
well-documented upper and lower respiratory and mental health consequences as well as chronic
sequelae of injuries.

In September 2006, we released a paper in the medical journal Environmental Healih
Perspectives, detailing the findings from federally funded examinations of 9,442 WTC

responders whom we and our partner institutions had examined between July 2002 and April



2004. 1 have appended this study for your review, and I would like to direct your attention to a
few key findings:

e Among these responders, 69% reported experiencing new or worsened respiratory
symptoms while engaged in their efforts in or near Ground Zero.

e At the time of examination, up to 2 % years after the start of the rescue and recovery
effort, 59% were still experiencing a new or worsened respiratory symptom, a finding
which suggests that these conditions may be chronic and require ongoing treatment.

o Rates of both upper and lower respiratory symptoms remained higher than expected,
even among responders who began working on or after October 1, 2001.

One of the most worrisome findings was the increased rate of breathing test abnormalities when
compared with the general U.S. population. In non-smoking patients from our study we found
five times more people than expected to have an abnormally low forced vital capacity, or FVC.
A low FVC can be caused by a variety of conditions, including asthma with “air trapping”, large
body mass, and interstitial lung diseases (scarring disecases of the lungs) of the sort that have
resulted in known fatalities among a few WTC responders.

Our findings are consistent with the results of other federally funded programs designed
to screen WTC responders for discase. Given what we now know about health consequences of
the WTC disaster, regular monitoring/screening examinations for the lifetime of the responder
population is essential for the early detection and treatment of these and other potentially
devastating diseases. WTC responders were exposed to a broad array of toxins including
asbestos, volatile organic compounds, PCBs, dioxins, and pulverized concrete, some of which
can cause various cancers and other longer term as well as short-term chronic and severe
conditions, Unfortunately, we do not know the complete range of chemicals to which responders
were exposed, nor the potential health effects of the combined exposures they sustained. Thus, it
has been imperative to develop approaches to the medical care of responders that are linked to
disease surveillance efforts and to specialized treatment. By offering standardized,
comprehensive examinations designed to identify possible WTC related physical and mental
health consequences of the disaster, we can screen to find diseases early and improve health by
initiating treatment early. Additionally, we can gather composite information on the health
impacts of the disaster so that we can identify disease patterns early. Early identification of
disease patterns will provide knowledge that will be critical to the responders themselves,
because it can be used to target screening examinations to identify emerging diseases with the

goal of providing early diagnosis for the responders. Dissemination of information derived from



disease monitoring in screening and treatment can then be used to improve treatment of WTC
related iflnesses. The ultimate goal is to prevent death and disability and to improve quality of
life for those who gave so much. We greatly appreciate the federal funding that has been
provided to date, which is supporting this model by funding screening/monitoring examinations
and follow up testing and treatment.

In April 2002, the Mount Sinai Medical Center received funding to establish the World
Trade Center Worker and Volunteer Medical Screening Program in response to growing
concern about health effects among WTC responders. The Screening Program was operated as
a consortium of regional Centers of Excellence and a national program that provided uniform,
free, comprehensive screening examinations for WTC responders. These examinations,
focused on identifying possible WTC-related physical and/or mental health conditions. The
Screening Program expanded to become the World Trade Center Medical Meonitoring Program
in July 2004 thanks to additional federal funding. This funding will allow for screening
examinations for responders every 18 months untif 2009, at which time the program will come
to an end unless federal funding is renewed.

Thanks to this federal support, over 20,000 WTC responders have received an initial
medical screening exam to date through the Mount Sinai-coordinated consortium of occupational
medicine providers. While the majority of responders examined reside in the New York/ New
Jersecy metropolitan area, a number of responders also hail from across the country. Indeed,
responders came from as far away as California to assist in the rescue and recovery effort. Even
now, over five years since 9/11, about 400 new participants register to receive baseline screening
examinations each month. Thanks to federal support, over 7,250 responders have also received
at least their first follow-up or comprehensive monitoring examination.

Presently, responders found to have possible WTC related physical or mental health
consequences are referred immediately into the Specialized WTC Treatment Program arm of the
Medical Monitoring and Treatment Program. Until November 2006, these treatment programs
were sustained only by generous but limited philanthropic funding. This federal funding has been
a major boon to the WTC responder population by allowing the Treatment Programs to expand
services and, at Mount Sinai alone, bring in an astounding 100 new patients per month.
However, as you are also likely aware, that funding is likely to run out, before the end of this
fiscal year. Federal funding for the first five years, of a 20 to 30 year medical monitoring
program, is scheduled to likewise run out by July of 2009.

The findings from the Medical Monitoring Program are underscored by the spectrum of

disease seen among responders attending the Treatment Program arms of the New York/ New
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Jersey consortium clinical centers. The most common conditions seen among responders in
treatment to date more than echo those seen in the larger Monitoring Program population. Mount
Sinai’s WTC Health Effects Treatment Program is the largest of the five Consortium Clinic
Treatment Programs and has provided medical services for some 2,800 patients to date, as well
as social work services provided to some 2,200 patients. (There is substantial overlap between
these two populations). Of treatment program patients seen from August 2006 to December

2006:

86% were diagnosed with an upper respiratory condition, such as chronic sinusitis;
e 51% were diagnosed with a lower respiratory condition, such as asthma and WTC cough,;
e 32% were diagnosed with a gastrointestinal condition, predominantly gastroesophageal
reflux disease;
o 29% were diagnosed with a musculoskeletal condition, often the result of an injury
sustained while working on “the pile”; and
o 38% were diagnosed with a mental health condition, including PTSD, anxiety, or
depression in addition to their physical ailments.
Sadly, most patients seen in the program suffer from multiple WTC-related conditions. This
complicates the management of their conditions, as well as their access to certain benefits like
Workers® Compensation. Indeed, access to adequate healthcare has been a major problem for
many Mount Sinai Treatment Program patients. More than 44% of our patients are uninsured.
An additional 23% are underinsured. The Treatment Program patients comprise a particularly
vulnerable population — one that is in need of a comprehensive program that provides medical
and mental health coverage, is available in their native language, and is not reliant on private
insurance. For our patients, the services provided through philanthropic and federal funds have
been a lifeline, and the importance of this program will only increase with the passage of time
and the potential emergence of disease.

Since the inception of the World Trade Center Worker and Volunteer Medical Screening
Program, the first federally funded screening program established by Mount Sinai in April 2002,
and a parallel program established by New York City’s Fire Department, it has been clear how
the existence of these programs have benefited responders as an appropriate national response
and one critically necessary to operate well into the future.

e The benefits of and need for appropriate diagnosis of and treatment for WTC-related
conditions based on the collective experience of occupational and environmental

medicine specialists has been established.



o The benefits of developing the programs based on the direct input of the affected
populations, including organized labor, is established.
o The need for treatment with no out-of-pocket cost for those affected is established.
» The need for long-term medical monitoring is established.
e The need for an active system of discase tracking and surveillance in order to identify and
treat emerging diseases while they are still treatable is established.
Our program has been designed and implemented to provide the greatest benefits and meet the
demonstrated needs of our patient population. We believe that our program, and the lessons we
have learned in the wake of September 11th, should help guide future disaster response.

The programs provide a comprehensive, standardized approach to providing the physical
and mental health monitoring and treatment so desperately needed by WTC responders. Just as
importantly, the clinical data collected and aggregated from these clinical programs provides an
opportunity to come to a scientific understanding of the health effects of the horrific exposures
sustained in the months following the terrorist attacks. This information benefits not only
participants of our program, but also others who may not be eligible to participate in this or any
monitoring and treatment program, in that it can guide the care provided by healthcare
professionals across the country.

From the beginning, the FDNY and NY/ NJ Clinical Consortium programs have worked
together to ensure that all responders receive the same standard of care. As we move forward,
plans are already underway to allow for the expansion and integration of the existing Treatment
Programs into the Monitoring Program. This integration affords patients streamlined access to
high quality, standardized diagnostic and treatment services with clinicians who have
unsurpassed experience in identifying and treating WTC-related illnesses. Previously, patients
had to wait months to begin treatment; now that wait has been eliminated because physicians can
prescribe much-needed medications during a monitoring examination.  Perhaps most
importantly, we are already working to put in place a system in place to monitor for so-called
sentinel health events among treatment program patients.

The current working model is structured as a consortium of Clinical Centers of
Excellence and a Data and Coordination Center — a mode! particularly well suited to dealing with
unique medical conditions or unusual exposure situations in that clinicians gain unique expertise
in dealing with affected patients. Similar models have been used by a number of federally funded
programs with great success, including programs funded by the FAA, the Department of Energy,

the National Security Agency, and the Department of Homeland Security. The WTC Program



Clinical Centers are located at Mount Sinai, Bellevue/NYU, SUNY Stony Brook, Mount Sinai
Queens Hospital, and UMDNJ. They are staffed by clinicians with unparalleled experience in
identifying and treating the conditions associated with exposures sustained following the attacks.
The Data and Coordination Center is located at Mount Sinai, and it acts as a centralized
clearinghouse of information by coordinating the activities of the Clinical Centers, facilitating
the dissemination of best practices, and compiling and analyzing the data gathered during each
examination. While there are other models of providing this care, we do not believe that they can
ensure the same levels of clinical care and expertise of our current model.

The need for a permanent source of funding for ongoing monitoring and treatment for
responders is clear. While private philanthropy has been an important vehicle helping to pay for
treatment in the past, it is certainly not a sustainable solution. Some have proposed that we use
solely private health insurance to cover the costs of treatment, but our experience with the
Treatment Programs has indicated that this is also clearly not viable. The rates of uninsurance
and underinsurance among those seeking treatment are already high and, as responders become
more ill, they are likely to lose their insurance altogether. In addition, Workers’ Compensation
poses great obstacles for responders seeking timely treatment. In our experience, it can take
vears for a case to be established, and even then there are restrictive rules imposed on patients.
For example, a patient in need of a sinus CT scan must, under the general New York State
Workers” Compensation Law, get pre-approval because of the expense of the procedure. The
pre-approval process can take months, effectively delaying the timely diagnosis and treatment
necessary for adequate care. To date, the number of responders who have needed hospitalization
has been relatively low, but we also expect this number to increase over time. Many responders
are non-English speaking and their monitoring and treatment requires additional translation
efforts, currently provided by these programs. IFuture program plans need also consider a
potential diffusion of the responder population around the United States.

Because of the extremely complex and hazardous nature of exposures sustained
following the attacks, we also expect to see new morbidities develop over time. While the exact
extent of the health effects of WTC exposures is not fully known, it is known that responders
were exposed to a wide range of toxins, including cancer causing agents and substances that can
cause long term respiratory problems. For many patients in our program, the fears of future
diseases like cancer, which can take as long as twenty to thirty years to develop, loom as large or
larger than concerns about their acute ailments. It is absolutely essential that responders receive
periodic standardized examinations for the rest of their lives to identity newly emerging

conditions and to monitor the persistence of currently observed WTC-related conditions.
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However, it is equally critical that monitoring be coupled with treatment which allows patients
access to state-of-the-art diagnostic services and treatment by clinicians well-versed in the
complex nature of WTC health effects and outcomes. -

Five years following the attacks on the World Trade Center, thousands of the brave men
and women who worked on the rescue, recovery, and clean up efforts are still suffering.
Respiratory illness, psychological distress, and financial devastation have become a new way of
life for many. [ hope that my comments today will serve as a reminder of the long-term and
widespread impacts of this disaster, and of the need for a continuous program which gives these
men and women the care they deserve.

Thank you.



Statement of Marvin Bethea, 9/11 First Responder, Paramedic
To the House Committee on Oversight and Government Reform
Subcommittee on Government Management, Organization, and Procurement
Hearing on 9/11 Health Effects: Federal monitoring and Treatment of Residents and
Responders
Washington, DC
February 28, 2007

Good afternoon. | would like to take this time to thank our elected officials for giving me
the opportunity to testify at this hearing. My name is Marvin Bethea, and | was a NYC
911 Paramedic for the private hospitals. When | was dispatched by the NYC Fire
Department from the borough of Queens to respond to the World Trade Center, [ did. As
I crossed the 59™, I was informed by phone that a big jetliner just crashed into the second
tower. We knew this was no accident this was a terrorist attack.

Did we say, “We shouldn’t go this is a terrorist attack™? Absolutely not, because we
understood we had a duty to act and a responsibility to protect the city state and country
that we love so much. [ survived the collapse of both towers. Here we are five years later
and we are fighting for healthcare and financial compensation. Can you imagine if it took
me five years to respond to the World Trade Center what would my city, state and
country think of me? [, like so many others, did what President Kennedy asked of us
when he said “Ask not what your country can do for you ask what you can do for your
country.”

What did doing for our country get us? We got sick, injured and financially ruined. I went
from being a happy, hard working paramedic to becoming a disabled paramedic with
numerous health problems. The last day 1 worked was January 8 2004. I went from
taking 2 medicines before 9/11 to taking 15 medicines (show medicine chart). [ am a
broke man that has been given a slow death sentence. [ pray to God every day that [ don’t
develop any new health problems like cancer. | saw and heard my government promise,
on a city, state and federal level, that we wouldn’t be forgotten. They forgot. You can’t
tease us now by allocating some funds for treatment that will only last maybe a few
months. People are starting to get treatment, only to be threatened with the fact that it
may last only for a few months. That s cruel. This 1s equivalent to a man who hasn’t
caten for the past three weeks and now you give him a steak. You ask him, “Do you like
that steak?” after he had three bites of the steak and he tells you that it’s the best steak he
ever had, and your response is, “Enjoy it because you are not get anymore.” Like I said
before, this is very cruel.

[ am extremely grateful for the $25 million President Bush has pledged. Here is the
problem with that: Senators Clinton and Schumer’s 9/11 Heroes Health Improvement Act
calls for $1.9 billion in funding. Giving $25 million is like me asking you, “Can I borrow
$100,0007” and you say, “See me today and I will take care of you.” When I see¢ you, you
give me ten dollars and act as if you are doing me a favor. It is imperative that treatment
centers like Mt. Sinai Health For Heroes Program are continually funded. Mt, Sinai and



other programs like them offer occupational health doctors. These doctors are specially
trained and know what to look for, and treat the horrible things we have been exposed to.

Financial compensation is another absent component of this equation. It is no fault of our
own that we can’t work anymore. We need to open up the 9/11 Victims Compensation
Fund like it was. What good is treatment if I am sleeping in my car and I have lost my
family? If I don’t have high blood pressure or depression, [ will have it now for sure. The
military has a saying, “We leave no solider behind.” 9/11 was an act of war against this
nation. You must not leave anyone affected by 9/11 behind. Thank you.



Statement of Jonathan Sferazo, disabled Union Iron Worker
To the House Committee on Oversight and Government Reform
Subcommittee on Government Management, Organization, and Procurement
Hearing on 9/11 Health Effects: Federal monitoring and Treatment of Residents and
Responders
Washington, DC
February 28, 2007

Hello everyone, I am honored to have been asked to give testimony today to the
experiences I have had with the September 1 1%, 2001 tragedy.

My name is Jonathan Sferazo, I am a disabled Union Iron Worker from local 361,
Brooklyn, New York. We have created the Metropolitan Area’s Skyline. I responded to
the disaster on the morning of 9-12-01. The Brooklyn Battery Tunnel was our avenue of
approach. We opened up West Street, with the removal of Collapsed Cars and Trucks to
the South Tower. I am typical of other’s who stayed approx 29-32 days at the site, and
my medical and psychological conditions are Reactive Airway Disease, Restrictive
Airway Disease, Sinusitis, Continual Lung Infections, P.T.S.D., Anxiety, Depression,
Sleep-apnea, and Gastro-esophageal Reflux Disease...none of this you would have
expected from someone who ran a 5 minute and 30 second time in the mile when I was in
school. I never had a Pulmonological problem prior 9-11 or I would have never been
certified by the N.Y.S. Department of Environmental Conservation for Wild-Land Search
and Rescue. [ went to Ground Zero because I wanted to help find and save Human life.

If 1 am to be the voice for the responder, then know that T am outraged by the lack of
responsibility and loss of obligation this Administration has taken towards us. We are
clearly being shown that we are expendable. George Bush came to the Trade Center site
and told us “We Will Never Forget™...... Well, we feel he forgot.

We want to know if those of us who are so severely afflicted have to loose all we have
worked for before we are eligible for Social Services or will we ever be given what we
were promised?

We have heard too many times, “Why weren’t you wearing a mask?” Now hear the
answer loud and clear, “Because we were given paper masks that clogged-up very easily
and that was if you could get one, and we believed in our mayor [at that time], members
of the C.D.C, members of the E.P.A. and Christy Todd Whitman who represented
government telling us the air quality was ACCEPTABLE. Also I ask you to put yourself
in our place; fighter jets flying overhead periodically with their sonic boom, helicopters
hovering atop the skyscrapers, emergency whistles going-off every time an engineer saw
a building shift. Then thousands of responders would run from the Pile toward you,
rescue and emergency vehicles making use of their sirens so others could hear over the
loud equipment noises, military and police personnel all around you, smoke as thick as
pea soup...and then you find a body part. Do you really think you are concentrating on



your health? Especially when your government has given the message all is acceptable
and O.K.? -

I am here today because I care and have been through the system in trying to get my
much needed health care and benefits. Marvin Bethea and I co-founded the Unsung
Heroes Helping Heroes along with several others in 2005 because we knew the donations
were going to run-out and we saw our government doing very little.



